Parents' experiences of living with a child with a long-term condition: a rapid structured review of the literature
Introduction
Living with a child with a long-term condition can result in challenges above usual parenting responsibilities because of illness specific demands such as maintaining treatment and care regimes, social and financial constraints, and maintaining family relationships 1 . Two distinct areas of research have evolved in relation to exploring the impact of living with a child with a long-term condition 2 . First, studies that have focussed on identifying the factors that might account for variations in the families' responses to the child's illness. Second, studies describing the experiences and perceptions of living with a child with a long-term condition.
Findings from studies investigating the impact on parents and family life in households with a child with a long-term condition are equivocal, with good and poor adjustment reported 3, 4, 5, 6 . A range of variables such as stress, family functioning and adaptation have been investigated in an attempt to understand the variations in families' responses to living with a child with a long-term condition 5, 6, 7 . Fewer family stressors and effective stress-coping strategies are associated with better family functioning and adjustment to living with a child with a long-term condition 7 . These explanatory studies provide valuable information about the variables that contribute to parents' adaptation and coping but do not reveal what it is really like for parents living with a child with a long-term condition 8, 9, 10 . Studies exploring parents' perspectives of how their child's illness is integrated within family life, and the contextual factors that influence their responses to illness episodes can assist health professionals to develop care packages and services that more closely meet the child and family's needs. Consequently, there has been an increase in research exploring parents' perspectives and experiences of living with a child with a long-term condition 2, 8, 9, 10, 11 . Knowledge about parents' experiences of living with a child with long-term condition has the potential to assist health professionals support parents in their role as care manager for their child's condition meets parents' needs. A critical appraisal of studies that have explored parents' experiences of living with a child with a long-term condition is timely because international health policy advocates that patients with long term conditions become active collaborators in care decisions 12, 13, 14 . In the context of children effective collaboration involves health professionals understanding parents' unique knowledge of their child and valuing their experiences of managing their child's condition.
Aim
This paper presents a rapid structured review of research that has explored parents' experiences and perceptions of living with a child with a long-term condition. The specific objective was to describe and summarise parents' accounts of living with a child with a longterm condition.
Review design and methods
A rapid structured review was employed to investigate parents' experiences of living with a child with a long-term condition using systematic methods. Rapid structured reviews are used to summarise and synthesis research findings within the constraints of a given timetable and resources, and differ from systematic review in relation to the extensiveness of the literature search and methods used to undertake the analysis 15, 16 . Rapid structured reviews are appropriate to identify future research priorities or, as in the case of the review presented in this paper, to contextualise empirical studies prior to undertaking research in a related area. The methods used to conduct the review were informed by guidance for undertaking systematic reviews developed by the United Kingdom Centre for Reviews and Dissemination 16 . Primary research studies were included or excluded based on the following criteria:
Inclusion criteria
• Studies of parents, guardians, foster parents or carers living with a child with a longterm condition;
• Studies concerned with parents' experiences or perceptions or beliefs about living with a child with a long-term condition which could relate to the child's health, education or social care needs;
• Studies about parents' management and decisions relating to the child's long-term condition;
• Studies published in the English language.
Exclusion criteria
• Studies about children with learning disabilities due to the heterogeneity of the cause of the disability;
• Studies with an exclusive focus on children with terminal conditions because the anxiety and anticipatory grief that parents experience is likely to dominate their narrative;
• Review articles and individual case studies. Long-term conditions were defined as health conditions that are permanent and impact on the child's growth and development, necessitating ongoing health, social and/ or educational support for the child and family 17, 18, 19 .
Search methods
Studies were identified by searching three health and social sciences data bases, MEDLINE, CINAHL, and PSYCINFO, which routinely index qualitative studies and include a wide range of subject matter 16 . A ten year period, January 1999 -December 2009, was chosen because studies within this period are more likely to reflect contemporary health policy within developed countries, which has a greater emphasis on parent-professional collaboration in relation to the management of long-term conditions in children. An illustration of the search strategy, using PsycINFO as the example, is presented in Figure 1 . 
Data Synthesis
Integrative data synthesis based on the principles of thematic analysis underpinned data analysis because the primary objective of the review was to describe and summarise parents' accounts of living with a child with a long-term condition 24 . Data synthesis followed the stages of thematic analysis advocated by Braun and Clark
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. After reading each paper codes (units of data) were generated from each of the reviewed studies. Units of data related to categories, themes, concepts and metaphors used to describe the study findings.
Codes were summarised and recorded on a data extraction form in order to identify patterns across studies. Similar codes were grouped together into broad categories. New categories were developed or existing categories modified as new insights became apparent until a coherent account emerged. Bias was reduced by ongoing refinement of categories and discussions between all three authors. An example of the stages described, using the categories labelled grief and chronic sorrow, is presented in Figure 3 .
(Insert Figure 3) 
Results
Thirty four studies were included in the review. Characteristics in relation to the geographical location of the studies, study settings and sample size are presented in Figure   4 . Analytical methods and key findings are presented in Figure 5 . Across studies a range of family members participated including mothers, fathers, foster parents and grandparents.
However, in the 11 studies where both parents participated, fathers represented less than a third of the sample (Figure 4) . Consequently, the review primarily reflects mothers'
experiences of living with a child with a long-term condition. Participant details in relation to age, ethnicity, education, income or social class were provided in 16 of the 34 studies;
parents' ages ranged from 20 to 60 years and they were predominately from educated, white Twenty-seven studies were based on qualitative methods, five studies employed mixed methods and two studies employed quantitative methods (Table 1) . Interviewing was the most frequent data collection method and a range of analytical strategies were employed (Table 1) .
(Insert Table 1 )
Summary of the quality appraisal assessment
The research designs and methods chosen were appropriate to gain in-depth insights of parents' perceptions of living with a child with a long-term condition. In some studies there was a lack of consistency between the underpinning theoretical perspectives adopted and the research methods used to undertake the study. For example a study underpinned by grounded theory used the framework approach to analyse data rather than the constant comparison method more commonly associated with grounded theory 26 . Overall the analytical procedures and strategies employed to enhance the studies' credibility were poorly described.
Findings
Despite the variability in the quality of the studies there were similarities across findings.
Three themes emerged from the synthesis of study findings: 'parental impact', 'illness management' and 'social context'. Each theme had associated sub-categories; some categories were associated with parents' initial response to the child's diagnosis and others evolved over time ( Figure 6 ).
(Insert Figure 6) 
Parental impact
Parents' experienced a range of emotions such as confusion, disbelief, anxiety, turmoil and .
Illness management
A significant feature of living with a child with a long-term condition related to providing medical and nursing interventions. In order to take control of their child's condition parents needed: knowledge of the condition and treatments 30, 52 ; to learn from illness episodes and to use these experiences to identify and respond to subsequent illness symptoms in their child 30, 54 ; and to develop effective relationships with health professionals 27, 32 . Parents wanted information about: the disease and treatments 27, 30 ; accessing services and support networks 33, 54 ; and strategies that would help them cope
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. . The main barrier to maintaining family cohesion was the time needed to meet care-giving commitments resulting in parents having limited opportunities to spend time alone 36, 57 . Different approaches to managing the child's condition also created family tensions 43, 53 . In contrast, some studies reported parents' relationships were strengthened, this being attributed to a mutual commitment to meeting their child's needs and recognition of the care burdens placed on the child's main carer 35, 53 . Establishing social support networks were important aspects of coping with the child's condition 44, 54 . Information about the availability of support groups and specialist networks happened by chance rather than being provided as an integral part of care delivery 54 .
Discussion
Changes in policy and service delivery within western societies have meant that the care of children with long-term conditions is delivered primarily at home 37, 60 . Consequently, parents .
The amount of nursing and medical care required was significant for some children, yet there appeared to be a lack of support for parents in relation to their role as caregiver. One explanation for this lack of support could be that the focus of healthcare delivery is dominated by prescribing treatments and care plans rather than developing interventions to support parents in their role as care manager of their child's long term condition 66 . Poor coordination of services could be the consequence of shifting the responsibility for home care programmes to parents without a reciprocal shift in resources or considering the best way to support parents in their role as the primary care giver. In addition involving parents, young people and children in future service panning and developing outcome measures to obtain information about the impact of services may ensure services meet the needs of the family in the future 67 .
The shift in responsibility for the day to day care decisions from the health professional to the family requires professionals to move from a position of care prescriber to one of collaborator, working in partnership with parents. This mirrors more generally the broad consensus amongst policy and practice communities that health professionals should enable patients to be involved in decisions about their own health care 61, 62 . Change in one member of the family, such as ill health, impacts on all family members disrupting the equilibrium of the family system . In addition, although parents are primary care givers, there is increased recognition of the role of the child, older siblings and extended family in the management of the child's condition. The challenge to researchers is to ensure study designs, recruitment and data collection strategies are not biased towards recruiting mothers.
Review limitations
The review has several limitations. First, as this was a rapid review all relevant studies may not have been captured. Undertaking a systematic review, where a wider range of data bases would be searched, may have generated additional studies. Second, techniques associated with integrative data synthesis such as meta-ethnography may have resulted in a greater theoretical depth to the analysis 24 . The third limitation relates to the heterogeneity of study approaches. Although similarities existed across studies, parents' accounts of disease specific challenges may not have been captured.
Future research directions
Several gaps in the research relating to expert parents managing the care of their child with a long-term condition were identified. First, the reason for the reported lack of collaborative working between parents and health professionals are unclear. Second, there is a paucity of 1 (parent* or mother* or father* or famil* or guardian* or carer* or foster*).mp.
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